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Definition

Alzheimer Europe (AE) is a nongovernmental
organization aiming to provide a voice to people
with dementia and their carers, make dementia a
European priority, promote a rights-based
approach to dementia, support dementia research,
and strengthen the European dementia movement.
AE is the European umbrella organization of
Alzheimer associations. It is also a valuable
source of information on all aspects of dementia.

Overview

The idea to develop a European Alzheimer move-
ment emerged in 1990 when representatives of six
national Alzheimer associations met in Leuven,
Belgium, to examine the necessity for stronger
European cooperation (Alzheimer Europe
2018a). AE was formally established by ten mem-
ber associations from nine countries in 1991 and
was recognized as the European umbrella organi-
zation of Alzheimer associations in 1996 by the
European Parliament. In 1998, AE officially

became a registered nonprofit organization in
Luxembourg. The rationale behind it was that
member associations could together put more
pressure on the European Commission, Council,
Parliament, and other organizations. The
founding document outlined the following goals
for AE: (1) raise public awareness, (2) exchange
information, (3) develop models for better care,
(4) increase political advocacy, (5) promote
research and training, and (6) raise funds. In
2018, it had 42 member associations from 37
countries.

Even though AE is considered to be a lobbyist
organization, its primary focus has been on pro-
viding information on dementia and helping both
people with Alzheimer’s disease and their carers.
On its website AE gives detailed information
about Alzheimer’s disease and other forms of
dementia but also very useful and humane advice
on living with dementia such as disclosure of the
diagnosis and facing diagnosis, advice on how to
take care of yourself if you have been diagnosed
with Alzheimer’s disease, organizing family sup-
port, dealing with practical issues such as financial
and administrative matters, dealing with commu-
nication problems, and coping with changing
behavior. Furthermore, AE offers invaluable
information on caring for someone with dementia.
However, the work of AE goes far beyond, which
can be seen through their aims, policy, publica-
tions, and research.
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Aims

According to its Statute, the aims of AE are
(Alzheimer Europe 2018b): “(1) to represent the
interests of people with dementia, their families
and their carers towards the European institutions
and the Council of Europe, (2) to act as an inter-
face for the exchange of information between AE,
national Alzheimer and dementia associations and
European structures, (3) to develop and defend
consensual policy statements on European issues
of interest to people with dementia, their families
and their carers, (4) to promote by co-operation
the support of people with dementia and their
carers, (5) to raise the awareness of the general
public, the medical profession, paramedical orga-
nizations, social services and the European Com-
mission and European Parliament about
Alzheimer’s disease and other forms of dementia,
(6) to develop models for improved care of people
with dementia, (7) to promote the training of
personnel caring for people with dementia, (8) to
encourage and support research and the advance
of knowledge into the cause, early diagnosis,
treatment and prevention of Alzheimer’s disease
and other forms of dementia, (9) to promote
world-wide co-operation with other organizations
having the same or similar objectives and in par-
ticular Alzheimer’s Disease International.”

Policy

In its first decade, AE aimed at helping its member
associations to develop and present information
for carers and strengthen awareness of dementia
(Alzheimer Europe 2018a). It also began to estab-
lish instruments to help its members to learn from
good practices in other countries. The real begin-
ning of its lobbying and advocacy work happened
at its 2006 Annual Conference in France, where
AE and its member associations adopted the Paris
Declaration. This invited policymakers to recog-
nize that dementia is a significant public health
challenge and that all European countries should
develop national dementia strategies. It urged
governments to raise funding for dementia

research, collaborate across borders, and better
coordinate their activities at the European level.

In 2008 AE set up the European Alzheimer’s
Alliance in the European Parliament. This cross-
party group, which is still active today, brings
together members of parliament committed to
supporting AE and its members in making demen-
tia a public health priority in Europe. Also, in
2008, the European Parliament called upon the
European Commission to develop a dementia
action plan, and the result was the European
Alzheimer’s Initiative. This was adopted in 2009
and resulted in the launch of various EU programs
to fund dementia research.

AE believes that dementia activities should be
based on firm ethical principles. It hence launched
the European Dementia Ethics Network, which
promotes a European dialogue on ethical issues
and has resulted in a number of reports with rec-
ommendations on various issues such as assistive
technologies, dementia research, end-of-life
issues, image, and portrayal of dementia. Also,
AE manages the European Dementia Observa-
tory, which consists of various channels to moni-
tor and report on dementia developments at the
EU and national level. AE’s website, magazine,
and newsletter all intend to supply policymakers
and national Alzheimer associations with the most
relevant and latest information on dementia.

In 2012, AE and its member associations
launched the European Working Group of People
with Dementia (EWGPWD). The group is com-
posed entirely of people with dementia who work
to guarantee that the activities of AE follow the
priorities and views of people with dementia. In
2014, AE and its member organizations adopted
the Glasgow Declaration demanding a rights-
based approach to dementia, the development of
a European dementia strategy and greater global
collaboration on dementia. The declaration
requests that every person living with dementia
has (1) the right to a timely diagnosis; (2) the right
to access quality post-diagnostic support; (3) the
right to person-centered, coordinated, quality care
throughout their illness; (4) the right to equitable
access to treatments and therapeutic interventions;
and (5) the right to be respected as an individual in
their community (Alzheimer Europe 2018c).
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AE cooperates with the Council of Europe
(consultative status) and is also in official relations
with the WHO European Region. Also, AE is an
accredited patient organization with the European
Medicines Agency and associated partner with the
second EU Joint Action on Dementia. AE has a
memorandum of understanding with Alzheimer
Disease International, INTERDEM, and the Euro-
pean Academy of Neurology.

AE’s opinion on relevant topics is available on
the organizations’ website. For example, they
have developed positions on anti-dementia
drugs, the participation of people with dementia
in clinical trials, the disclosure of the diagnosis to
people with dementia and carers, genetic testing,
stem cell research, and collaboration with other
organizations.

Publications

AE publishes yearbooks, reports, a Care Manual,
a children’s book, a magazine, and monthly e-
newsletters (Alzheimer Europe 2018d). Year-
books present the findings from various AE pro-
jects, each year concentrating on various issues
linked to dementia. The first yearbook was
published in 2006. Topics covered are, for exam-
ple, residential care facilities in Europe, decision-
making and legal capacity issues in dementia, care
pathways for people with dementia living at
home, current status and development of national
dementia strategies in Europe, legal provisions
relating to the restriction of freedom of people
with dementia, health-care decision-making by
people with dementia, and prevalence of
dementia.

Reports, published almost every year, focus on
specific aspects of dementia, most often linked to
issues such as the changing definitions related to
Alzheimer’s disease, dilemmas faced by carers
and people with dementia, use of assistive tech-
nology in dementia care, dementia research, per-
ceptions and portrayal of dementia and people
with dementia, and end-of-life care. The Care
Manual gives general information on Alzheimer’s
disease, as well as specific information on symp-
toms and how to cope. It is published in several

languages. Children’s book Dear Grandma aims
to help children gain awareness of Alzheimer’s
disease and is also available in several languages.

AE publishes the Dementia in Europe maga-
zine in print three times per year. It is delivered to
all the members of the European Parliament and
many high-level decision-makers in the European
Commission. It also reaches lawmakers and poli-
ticians in the countries of AE’s member associa-
tions, who receive and further distribute numerous
copies of each issue. Also, the magazine is read by
research professionals from public and private
bodies and is also distributed to academic and
scientific partners who work together with AE in
various projects.

Apart from its publications, AE raises aware-
ness of dementia by organizing annual confer-
ences that bring together all types of people who
are affected by dementia – living with the disease,
caring for someone with the disease, or working in
the field of dementia. Conferences have several
hundred participants and are organized in differ-
ent European cities. Topics from previous confer-
ences include, among others, making dementia a
European priority; excellence in dementia
research and care; dignity and autonomy in
dementia; living well in a dementia friendly soci-
ety; science and care. Programs and abstracts of
all conferences are available on the organization’s
website.

AE website also contains news section where
up-to-date information is available on recent
developments in many aspects of dementia: edu-
cation, job opportunities, new publications and
resources, living with dementia, dementia in soci-
ety, science, policy, AE members’ news, EU
developments, European Alzheimer’s Alliance,
and EU projects. AE continues to develop its
presence on Facebook and Twitter as well.

Research

AE has been involved in a number of European
nonperiodic projects, which are all explained in
detail on the organization’s website (Alzheimer
Europe 2018e). For example, the organization
carried out a five-country survey on the “Value
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of Knowing” and the general public’s perceptions,
experience, and knowledge of Alzheimer’s dis-
ease. It also coordinated the European Collabora-
tion on Dementia. The project aimed to develop a
European network of all the players active in the
area of dementia to jointly develop consensual
indicators and to develop an ongoing dialogue
between these actors to identify ways of develop-
ing synergies and closer collaboration on a Euro-
pean level. The project focused on six priority
areas: (1) consensual prevalence rates, (2) guide-
lines on diagnosis and treatment, (3) guidelines on
non-pharmacological interventions, (4) risk fac-
tors and risk reduction and prevention strategies,
(5) socioeconomic cost of Alzheimer’s disease,
and (6) inventory of social support systems.

AE has also been involved in the PharmaCog
(“Prediction of cognitive properties of new drug
candidates for neurodegenerative diseases in early
clinical development”), funded via the Innovative
Medicines Initiative. PharmaCog is a Pan-Euro-
pean partnership bringing experts to work
together on improving our ability to deliver
high-quality medicines to Alzheimer’s patient’s
drug development. All studies conducted are
designed to improve the ability to identify suc-
cessful new medicines as early as possible in drug
development while stopping the progression of
those destined to fail. The organization is also
involved in the Clinical Trials Watch, whose pur-
pose is to provide accessible and up-to-date infor-
mation on clinical trials (e.g., studies) that are
investigating drugs for Alzheimer’s disease and/
or dementia. Information is available by country,
condition, and the name of the study.

AE has carried out a number of research pro-
jects looking into how health-care systems take
into account the specific needs of people with
dementia and their carers. In particular, the orga-
nization has carried out comparative studies on (1)
national legislation in the fields of healthcare and
decision-making, (2) the availability and reim-
bursement of anti-dementia medicines, (3) the
organization and availability of home care

services, and (4) the social support systems for
people with dementia and their carers.

Other research topics have been, for example,
identifying subgroups of dementia and
Parkinson’s disease in order to allow tailored ther-
apies; helping people with dementia engage in
social contexts to improve psychosocial well-
being; improving the diagnostic workup of
patients suspected to have Alzheimer’s disease
and their management; paradigm shift from late-
stage diagnosis to early-stage diagnosis; provid-
ing evidence on how technology can improve the
lives of people with dementia; etc.

Funding

According to the organization’s description of the
first 15 years of its work, the financial beginnings
of AE were limited, and the financial reports
showed the accounts closing with a balance of
EUR 2200 in 1991 and EUR 2500 in 1992
(Alzheimer Europe 2018a). The income in the
first 6 years was reserved for voluntary member-
ship contributions. This became different in 1996
due to an initiative of the European Parliament
which adopted a specific budget line of EUR five
million to support projects in the field of
Alzheimer’s disease. As a result, AE was able to
apply for European funding and begin the imple-
mentation of a number of fruitful projects. Also,
AE was able to get support from public health,
research, disability, nondiscrimination, and equal
opportunity programs of the European Union.
Between 1996 and 2014, the support provided
by the different EU programs amounted to ca.
EUR three million (Alzheimer Europe 2018a).

There has also been a growing demand on AE
to take part in European research projects in the
dementia field funded by FP7 (the Seventh Euro-
pean Framework Programme for Research and
Development), the Innovative Medicines Initia-
tive, and the Horizon 2020 Programme. AE has
furthermore been able to lean on the assistance of
its member organizations since its creation.
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Members provide to AE through their member-
ship fees but likewise through contributing to the
organization’s activities by attending meetings,
providing information, and supporting projects
free of charge.

Also, AE has been able to rely on the help of a
number of companies which were willing to sup-
port the organization’s activities. AE has concise
guidelines on the support it is willing to accept
from companies in order not to threaten the orga-
nization’s independence. Also, AE recognized the
significance of absolute transparency and had
included comprehensive information on all its
corporate sponsors in its annual reports and on
its website. The support from corporate donors
and supporters has been considerable and has
slowly grown over the past years. Altogether,
support from companies equaled EUR 4.2 million
in the first 25 years (Alzheimer Europe 2018a).

Prospects

Strategic plan of AE for the period from 2016 to
2020 contains numerous activities, which follow
the organization’s objectives (Alzheimer Europe
2018f). There are five general aims: (1) people
with dementia and their carers should be full part-
ners in policy development, research, and service
design; (2) all European countries should have a
comprehensive dementia strategy, and the Euro-
pean Union should develop a European Action
Plan; (3) policies and research for people with
dementia and their carers should be based on
ethical principles; (4) AE should become a trusted
partner to represent the views of people with
dementia and their carers in European dementia
research; and (5) policymakers and researchers
should fully involve AE and its national member
organizations in their activities.

Summary

AE is a role model nongovernmental organization
in raising awareness of a very severe illness. From
its beginnings in 1990, AE has managed not only
to help patients and their carers through extensive
information but also through its lobbying activi-
ties, involvement in research, and publications.
AE sets an example of how national associations
can be united in fighting for a bigger cause. It
would be valuable if such organizations existed
for many other diseases.

Cross-References

▶Alzheimer’s Disease
▶Neurotrophic Factors Link to Alzheimer’s
Disease

▶Resources for Enhancing Alzheimer’s Care-
giver Health
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